Introduction
Congestive heart failure (CHF) is a chronic illness associated with substantial morbidity and mortality [1, 2] . CHF treatment usually requires both medication management and lifestyle interventions that aim to reduce the frequency of exacerbations. It is widely accepted that self-management, a concept often defined as ''patients' active participation in their own treatment'', is of crucial importance for achieving better clinical outcomes [3, 4] . Patients are expected to self-manage their illness by following potentially complex medication regimens, adhering to dietary restrictions, and vigilantly assessing symptom changes such as weight gain and shortness of breath.
A variety of clinical approaches have been developed in the United States and abroad to engage patients with CHF more effectively, including short targeted programs providing education and practical disease management training. These time-limited programs have shown a limited impact on both measures of selfcare and clinical outcomes such as hospitalizations and mortality [5] [6] [7] [8] [9] [10] . An alternative approach is to promote systems that provide embedded and continuous self-management support within regular primary care clinic activities [11] .
Efforts to improve care of patients with CHF in primary care clinics depend upon understanding patients' needs and crafting approaches that have the best chance of meeting those needs. An emerging literature qualitatively explores the realities and struggles of living with CHF [12] . Multiple studies document the emotional distress and difficulty that often accompany the diagnosis, progressive deterioration, and complex management of CHF [13, 14] . However, less is known about patients' views of how healthcare providers encourage or inhibit self-management, particularly within an integrated healthcare system [15] [16] [17] . Our objective was to explore and understand how patients with CHF engage with health services and perform self-care, with the ultimate goal of using this information to guide patient-centered improvement of current clinical practices.
Methods

Setting
VA is the largest integrated care delivery network in the United States. VA offers subsidized care to a specific population: those who have served in the US military. This study was conducted in a large urban medical center, during the early stages of implementation of a patient-centered medical home (PCMH) model, known within VA as the Patient Aligned Care Team (PACT) initiative. This team-based model of care emphasizes increased access to care, efficiency, coordination, continuity, and expanded preventative services, especially for those with chronic illness [18] . Our Institutional Review Board approved this study.
Recruitment and sampling
We identified potential participants by searching the VA's electronic medical record system for patients with International Classification of Diseases, Ninth Revision diagnosis codes for CHF. To determine study eligibility, we conducted chart reviews; we excluded patients if they were not community dwelling, had a terminal illness, dementia, drug or alcohol abuse, a history of threatening behavior, major mental illness, were unable to give informed consent, or were not enrolled within VA primary care.
In the initial recruitment stage, we mailed 150 patients a letter describing the study and asking participants to return an opt-out form if they did not wish to receive a phone contact. Twenty declined contact, 44 contacted the research team indicating interest, and 86 did not respond. Our final sample consisted of 5 hospitalized patients who participated in pilot testing of the interview guide, 24 patients who opted in as a result of the recruitment letter, and 10 patients who did not initially respond to the letter but who agreed to participate when contacted in a follow-up phone call. To elicit experiences from patients with different levels of CHF severity, we purposely balanced our sample so that approximately half of the patients had been hospitalized for CHF in the past six months, ending recruitment when this balance was achieved and we had interviewed the majority of interested patients.
Data collection
A research assistant trained in qualitative interviewing techniques (such as open-ended response elicitation and reflective listening) conducted the interviews. All participants consented to have an audio recording of the interview. We used a semistructured interview guide with questions and follow-up probes that asked about patients' interactions with the healthcare system and their experiences with self-care (see Appendix A). The interviewer kept field notes of emotional reactions, interactions, and communications not captured by the digital recording. Participants were allowed to include their supporters during the interview, and 11 interviews were conducted with a supporter present. Supporters were wives, other family members, or a close friend. No questions were asked about the supporters' medical problems or other personal information, but the supporters were asked to provide written consent for having their comments recorded and transcribed. Interviews ranged from 25 to 90 min, averaged 40 min, and were recorded and transcribed verbatim.
Data analysis
We analyzed our data using the technique of thematic analysis [19] , a method that accommodates diverse approaches to qualitative data and emphasizes transparency and thoughtfulness about underlying analytic choices. In this study, we used an inductive approach (consistent with grounded theory) in which themes are identified in the process of understanding the data, as opposed to a theoretical approach driven by predominant models or questions in the existing literature. We analyzed data at an explicit rather than latent level, focusing on what participants said, not the constructs or contextual factors that in theory shape what was said. Additionally, we chose to use an essentialist/realist paradigm that draws implications from participants' statements, rather than a constructionist approach that would have theorized about the contextual factors shaping, constraining, or enabling those statements.
The full research team, consisting of VA primary care providers, experienced qualitative researchers, and research assistants, reviewed a subset of transcripts to develop an initial codebook focused on emerging themes. Following techniques of conventional content analysis [20] , the codebook was then iteratively refined as two trained research assistants coded texts, identified new themes, and combined overlapping categories using Atlas Ti (ATLAS.ti Scientific Software Development GmbH, Berlin, Germany). Differences in coding were discussed and reviewed with an experienced qualitative researcher, who facilitated consensus between the coders. The full research team then met to review and finalize themes.
We used a subjective heuristic to determine significance of themes and inclusion in this paper. A significant theme needed to: (1) be expressed by multiple participants; (2) be expressed as a central concern; and (3) relate to the research topics explored. In response to feedback from peer review, we made a final return to the coded data to clarify themes. Steps in our analytic process are shown in Fig. 1 .
Results
Participant characteristics
Between May 2012 and December 2012 we interviewed 39 patients. Participants ranged in age from 53 to 89 years, with a mean age of 69 (SD = 8.8); two were female, two identified as African American, 28 as White, and nine declined to share information about race/ethnicity. Fifteen of the participants were currently married.
Findings
We identified four common themes describing how participants' experiences of living with and receiving care for CHF affected their ability to participate in self-management.
Good care is personal and responsive
Some patients described having their needs for care consistently met, and spoke enthusiastically of the care that they were receiving. Among these patients, a common refrain was that providers and/or other team members personally knew them and their health problems. In contrast, some patients felt that the VA system did not recognize their sense of urgency or concern. One patient who was intensely frustrated by difficulties getting an appointment with the cardiology clinic stated, ''the heart is one organ you don't mess with,'' (Patient 5, female) suggesting this patient's perception of access to specialty heart care as critical. Yet for several patients, the lack of responsive, personal relationships with cardiology specialty care providers was cause for dissatisfaction and alarm:
''To be a cardiology patient now and know that I can't access cardiology, and I can't talk to anybody in cardiology, it makes me nervous, it makes me frightened.'' (Patient 5, female) Participants also identified situations in which they had worsening CHF symptoms and were unable to get appointments or have telephone calls returned quickly. Such delays in communications sometimes caused them to seek care in the emergency department, described by one participant (14) as ''hit the panic button.'' These patients and supporters felt they did not receive the elevated level of care that they needed at that point in time. However, delays in communication or access were not always perceived as a failure or a lack of recognition of the patient's concerns. The perceived responsiveness of the care team often seemed to be as important as the actual time until a response:
''If I. . . ask to have a prescription refilled, they say okay, and I usually, that's okay. I get the prescription in the mail, and it usually comes right away. And sometimes if I have a question, and they can't answer, I'll ask them the questions, and they'll say we'll talk to him [patient's primary care provider] and get back to you, or make a suggestion of what I should do. . .Oh, they've been real helpful.'' (Patient 17, female)
Patients sometimes explicitly described how a lack of personalized, responsive care limited their ability to participate in self-management. For example, one patient described how a provider who ''listens, but doesn't hear'' makes it hard for him to manage changes in his medication plan.
''I wish when we were talking he would be like, 'Okay, Mike (pseudonym), now tell me about this,' and not be doing all this other stuff that he has to do. . .So he wouldn't send me meds that I have to pay $24 for a 3 month's supply that I don't take anymore.'' (Patient 35)
Within the context of a transition to team-based care, some patients described receiving the best guidance from members of their care team other than the primary care provider (PCP). For example, one patient described his relationship with both his PCP and the nurse on the team: ''[Interviewer: . . .who mainly talks to you about your heart?] Patient: . . .let me put it like this. . .My primary says she has quite a heavy caseload, so talking to her is like trying to direct congress. So I have her nurse, who she and I, her assistant, have a first name casual basis, so anything that I need, or feel I need, to ask the question about, or find out about, I go through Mary (pseudonym), and Mary is my intermediary, and so as far as communication with my primary, through other sources, I have it. . .. And Mary is working for two doctors too, so she's pretty tight. But she and I have a thing. [Interviewer: How do you usually get in touch with [her]? Patient:. . .[on the] telephone, and she's very good at getting back to me, if not the same day, or the next day. . .we work good along those lines of communication. So, no problem.''
Perceiving an ''advocate'' within the system improves patient experience
Whether in specialty or primary care clinics, patients described staff members who acted as their advocates, or, in patients' own words, as ''that person that goes out and raise[s] a flag for you,'' (Patient 33) a ''port in the storm,'' (Patient 31) or ''my beacon and my rock'' (Patient 5, female). These personal advocates often lobbied for patient services outside of their scope of practice, offered informational support friends and family members could not offer, and (in some cases) made up for a perceived lack of personalized, caring attention from other staff. For example, one patient described how his primary care visits were ''limited on time'' (Patient 3) and consequently do not address all his needs. Regarding his mental health provider, however, Patient 3 mentioned that she helps with ''. . .everything she can.'' His supporter clarified that the mental health provider often set them up with classes, or facilitated access to other specialty providers.
In contrast, some patients described a very negative experience, by one patient characterized as feeling that they ''don't have anybody'' (Patient 10). These patients experienced a lack of continuity of providers in managing CHF as detrimental to their Initial co debo ok develo pment:
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Self-management is not an individual activity
Patients frequently described receiving tremendous help from a supporter. When faced with functional barriers, a lack of motivation, or mental illness, supporters often self-managed on the patient's behalf. Patients often described supporters' assistance as central rather than peripheral. Certain activities, such as medication management and observance of a low-salt diet, were often reported as the exclusive responsibility of (or enforced by) a supporter. Supporters frequently acted as a liaison between the patient and the healthcare system. Many patients mentioned that supporters scheduled and attended appointments with the patient and called their care teams with questions about heart failure symptoms and medications. Patient 7 responded to many interview questions with ''I don't know;'' then remarked during the interview closing: ''. . .If my wife was here she'd probably have stuff to tell you. . .that's one of the things about that doctor that we had for a bunch of years here. . .she'd come with me, and he'd ask me a question and I'd say well, I don't know, and then she'd sure chime in and tell them what they wanted. . . Then when she quit going. . . he asked me, '. . .where's your wife?' and I told him that she wasn't feeling good so she didn't come with me. 'Oh' he says, 'How am I going to find out anything?'' Patients expressed appreciation when providers made an effort to include supporters in the patient's care. Patient 22 stressed that providers ''took the time to talk to her [his wife/supporter] too'' when positively reflecting on his care during a recent hospitalization for CHF. A few patients also mentioned times when supporters had been excluded or their presence had not been prioritized. One patient (31) described a negative reaction to a PCP who had refused to speak with his wife on the phone about a personal matter.
Mental health concerns compete with CHF as a priority for selfcare
Though our interview guide did not include questions related to mental health, many patients spontaneously discussed mental health issues. Psychological symptoms often made it difficult for participants to manage CHF and take advantage of system resources. For some, addressing their mental health challenges was a higher priority than managing their CHF. For example, when discussing his provider's recommendation to quit smoking, this participant explained:
''But I'm in a battle for my life mentally right now. . .And the smoking thing is the one thing that is keeping me alive. I mean, I've got the mental health going on, I've got my physical health going on. . .. And the more I worry, the more chest pains I get. I do know that. And I'm constantly worrying. I'm constantly angry. I get up angry, I go to bed angry.'' (Patient 10)
This interaction between physical and mental health was reflected in the comments of several participants, like one patient who commented that, ''. . .everything is related to PTSD. I've discovered that'' (Patient 20). Many participants also discussed how CHF itself negatively affected mental well-being; the most frequently mentioned difficulty was coping with the loss of an active lifestyle. A number of patients made comments about how CHF had left them unable to ''do the things I once could'' (Patient 30) or with ''less and less abilities to do things that I want to do'' (Patient 11). This in turn led to a feeling of hopelessness that was a barrier to self-management. Very few of these patients, however, described sharing these experiences with their care teams, or learning how to address these feelings as part of their self-management.
Discussion and conclusion
Discussion
CHF is a serious medical problem that requires ongoing adherence to complex treatment regimens. Although researchers implicate access to care and strength of the patient-provider relationship as obstacles to CHF management, few have explored and clarified how the healthcare system enables or inhibits selfcare [13, 15, 17] . This series of in-depth patient interviews, conducted relatively early in the implementation of a PCMH model of care, highlights the centrality of the patient-provider relationship, as well as the role of family members or other supporters in patients' perceptions about overall quality of care and their ability to participate effectively in that care. The findings indicate that careful attention to the milieu and support system of individual patients can permit better tailoring of treatment plans and strategies.
While many participants reported satisfaction with their care, a significant minority described how feelings of being lost in the system, negative patient-provider relationships, and the absence of a perceived advocate affected their motivation and practical ability to self-manage. A few qualitative studies have hinted at, but not fully explored, the complexities of the patient-provider relationship in a CHF population [21, 22] . One mixed-methods analysis found that more than 30% of CHF patients report conflict with their healthcare providers, much larger than the 2-8% reported in the general US population receiving medical care [23] . In a recent review by Siabani and colleagues, poor doctor-patient communication and a lack of faith in providers impeded patients' CHF-related help-seeking behavior and influenced medication beliefs [12] . Our themes of the importance of responsive, personalized care and the perception of providers as advocates support the centrality of the patient-provider relationship in facilitating patient engagement to improve CHF care. Though not rising to the level of a consistent theme at the semantic level, our data suggested a potential interplay between patient and provider characteristics and behaviors, in that many of our participants who described having a system advocate also acted as self-advocates and were highly engaged in their own care. Patient behavior may have inspired stronger advocacy from the provider, while the provider's advocacy may also have increased the patient's engagement.
Our participants' implicit definitions of access encompassed not just the narrow definition of quick physical access to an appointment but also emphasized the quality of communication with the care team, the ability of the care team to ''match'' the patient's sense of urgency, and a feeling of adequate time and attention during encounters. Our findings suggest that conventional measures of access (number of days until an open appointment) are an incomplete measure of what improved access would mean for CHF patients. A better performance measure would include both the timeliness of access and the intrinsic quality of encounters. Even though this study took place in the context of a significant organizational shift to a new teambased model of primary care, few patients explicitly identified this transition. However, our participants' emphases on the importance of good communication and of having an advocate have important implications for team-based care. Patients often described members of the primary care team other than the PCP as being their advocate or key point of contact. This aligns well theoretically with the PCMH model, where although the PCP is central to providing care, s/he does not bear sole responsibility for patient communication and education. Our participants' comments suggest that many members of the care team can successfully fulfill this advocate role. It also shows that provider-patient communication in this setting extends beyond communication with the PCP. Participants identified good communication with other team members as an important contributor to effective selfcare. Successful care strategies for CHF may depend on identifying which team members are best able to serve as advocates and continuing points of contact for patients.
For many of our participants, the most important facilitator of CHF self-management was an engaged family member or supporter. Our study participants frequently described a high level of involvement of the supporter in self-care activities, which is in line with conclusions of prior studies [16, 22, 24] . An emerging literature explores the needs of informal caregivers for CHF patients and specific ways they help patients manage CHF [25, 26] . Low levels of social support may be an important barrier to the implementation of self-management for CHF. Conversely, active inclusion of supporters in clinical encounters or educational activities may be a particularly effective way to improve selfmanagement.
A recent narrative review of CHF self-care concluded that depression is the most common comorbidity impeding ability to self-manage, surpassing physical co-morbidities (diabetes, asthma, and arthritis) [16] . Our study highlights gaps in the system's ability to address co-occurring physical and mental health issues, as very few participants had discussed with their providers strategies for how to decrease psychological barriers to engagement in self-care.
Our participants all received care in the VA system, and most conveyed a relatively solid understanding of CHF, its underlying mechanisms, and knowledge of self-care activities. They tended not to identify challenges with cost of medication or access to medical services (in the sense of getting the ''foot in the door''). This contrasts with findings of previous qualitative investigations [12, 17, 27] . Mead and colleagues discuss how cost and access to services interact with other barriers to deter self-management. However, our study provides evidence of the significant remaining barriers to self-care in an integrated, subsidized health care system that ameliorates certain cost, access, and knowledge-related barriers.
Some participants expressed frustration with access to specialty care. This frustration appeared driven by either the PCP's admission of a lack of expertise in managing CHF, and/or the patient's expectation that CHF should be managed by a cardiologist. In the PCMH, most routine clinical care for CHF will occur in primary care settings. In the VA and other health care systems adopting the PCMH, it may be useful to discuss explicitly with patients and supporters the respective roles and uses of primary care and specialty teams in the medical home model [28] .
Our study had several limitations. Our participants were predominantly white, males receiving care in the VA healthcare system. A few patients expressed extreme satisfaction or dissatisfaction with care, which may be the result of self-selection bias that skewed results toward more extreme patient experiences.
Conclusion
This set of patient interviews found that patients with CHF place a strong emphasis on their relationships with healthcare providers and personal supporters for carrying out self-care activities. The participants valued the ability to have an individual health professional who provided advocacy and coordination of their care. Some participants identified primary care team members other than the PCP as playing a key continuity role in managing CHF. For many patients, responsibility for daily tasks associated with CHF self-care, such as medication adherence and management, were assumed by a supporter rather than the patient. Patients also felt that co-existing mental health problems affected their CHF care, yet these concerns were often unaddressed in their interactions with the healthcare system.
Practice implications
Our study generated new insights into the experiences and priorities of patients with CHF. Our findings have several important implications for health systems transforming to the medical home model. Programs to increase patient self-management should include attention to communication between patients and members of the primary care team. Care team members can provide important support via a continuity relationship and explicit advocacy efforts on behalf of patients. Considering the critical role many supporters play in managing patients' care, effective CHF care plans should explicitly acknowledge and accommodate the role of these supporters.
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This manuscript was written in the course of employment by the United States Government and it is not subject to copyright in the United States. We've talked a lot about the care you get for your CHF from your healthcare providers, and some of the things that they have told you to do. Now, I'd like to talk a little bit more about the things you are actually doing on your own to take care of your CHF. We have talked a lot about your CHF today. Is there anything else that you would like me or the rest of the research team to understand about your CHF or the care that you get at the VA?
Thank you very much for your time. I really appreciated hearing about your experiences.
